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Communication in deafblind adults with Usher 
syndrome: retrospective observational study
Comunicação em adultos surdocegos com síndrome  
de Usher: estudo observacional retrospectivo
ABSTRACT
Purpose: To characterize the communication and the main mechanisms that facilitate interpersonal 
relationships of deafblind, especially in relation to communication and locomotion and the impact of these 
aspects on deafblindness. Methods: Report of a series of cases conducted from semi-structured interviews 
with questions relating to the functionality of communication, with Usher syndrome patients attended in a 
specialized clinic in a university service, in the year 2007. The sample consisted of 11 deafblind subjects, with 
Usher syndrome, aged between 20 and 57 years (mean age 43 years and SD=12.27), of which 7 (63.6%) were 
female. The responses were analyzed by qualitative-quantitative technique of the Discurso do Sujeito Coletivo 
(DSC). Results: All participants reported that visual and auditory symptoms began in childhood. Of the 11 
interviewed, 6 reported that the disease has negatively affected their daily activities, 6 experienced difficulty at 
work, and 2 at leisure. Four reported that there was a change in family relationships, and 5 reported no change 
in the interaction with family and friends. In discourse analysis, almost 30% of respondents reported to use 
alternative forms of communication, 40% said move alone if the way is known before. Only 1 of 11 participants 
said they did not ask for help when needed. Conclusion: Individuals diagnosed with Usher syndrome face 
challenging situations in daily activities, personal relationships, at work and at play. Alternative forms of 
communication are often used when verbal communication is not possible. The majority of respondents have 
independence of locomotion, or seeking ways to achieve it.
RESUMO
Objetivo: Conhecer as características e desafios enfrentados por surdocegos para comunicar-se e locomover-
se; avaliar as repercussões da surdocegueira na vida dos sujeitos, especialmente em relação à comunicação e 
locomoção. Métodos: Relato de série de casos realizado a partir de entrevistas semiestruturadas com questões 
relativas à funcionalidade da comunicação, com indivíduos com diagnóstico clínico de síndrome de Usher que 
frequentaram um ambulatório especializado em um serviço universitário, durante o ano de 2007. A amostra 
foi composta por 11 sujeitos surdocegos portadores da síndrome de Usher, com idades entre 20 e 57 anos 
(média de 43 anos e DP=12,27), dos quais 7 (63,6%) eram do gênero feminino. As respostas foram analisadas 
qualiquantitativamente pela técnica do Discurso do Sujeito Coletivo (DSC). Resultados: Todos os entrevistados 
referiram que os sintomas visuais e auditivos tiveram início na infância. Dos 11 entrevistados, 6 sentiram que a 
doença afetou negativamente suas atividades cotidianas, 6 sentiram dificuldade no trabalho, 2 no lazer. Quatro 
relataram que houve mudança no relacionamento familiar e 5 relataram que não houve mudança na interação 
com a família e com os amigos. Na análise do discurso, quase 30% dos entrevistados relataram utilizar-se 
de formas alternativas de comunicação; 40% afirmaram deslocar-se sozinho se o trajeto for previamente 
conhecido. Conclusão: Os indivíduos com síndrome de Usher enfrentam situações desafiadoras nas atividades 
cotidianas, nos relacionamentos pessoais, no trabalho e no lazer. Formas alternativas de comunicação são muito 
utilizadas quando a comunicação oral não é possível. A maioria dos entrevistados referiu independência de 
locomoção, ou procurava alcançá-la. 
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INTRODUCTION
Hearing impairment and vision losses  are two important 
sensorial modalities. Deaf-blindness is a singular impairment 
that can present concomitantly different degrees of vision 
and hearing losses. Hearing and visual impairments cause 
severe problems in communication, mobility, and information 
access(1,2).
According to authors(3), the causes of deaf-blindness are 
associated with development anomalies, transplacental infec-
tion, neonatal infections, metabolism inherent errors, traumas, 
and syndromes. Among these, the most common is Usher’s 
syndrome, an inherited disease with three different clinic types 
that in combination leads to sensorineural hearing loss, retinitis 
pigmentosa, and vestibular alterations(4-6).
Type I develops a nonprogressive sensorineural hearing 
loss whose severity varies from severe to profound, with 
retinitis pigmentosa starting between the age group of 8 and 
15 years, changed vestibular response (gait difficulty and 
movement incoordination), and decreased night vision in 
childhood. Type II, a nonprogressive sensorineural hearing 
loss, varies in intensity from mild to moderate, with retinitis 
pigmentosa starting after 15 years of age, normal vestibular 
response, scotomas in the end of childhood, and complete 
blindness in adulthood. Type III, a progressive sensorineu-
ral hearing loss, can occur in any age group, starting with 
retinitis pigmentosa, normal or changed vestibular response, 
decreased night vision in childhood or adolescence, scoto-
mas in the end of adolescence, and complete blindness blind 
in adulthood. It is estimated that about one-third of cases 
correspond to Type I and two-thirds to Type II, and the less 
frequent is Type III(4-6).
Deaf-blind people need specific means of communication 
to have access to education, leisure, work, and social life(7). 
Knowledge about communication abilities and difficulties that 
a deaf-blind individual has can guide public policies to create 
measures that aim at improving access to communication and 
information and, therefore, independence of deaf-blind people.
The following are the objectives of this study: (1) know 
the characteristics and challenges faced by deaf-blind adults 
in their communication and locomotion, and (2) evaluate the 
deaf-blindness repercussion in the lives of individuals, mainly 
concerning communication and locomotion. 
METHODS
Interviews that were filed in the database of Laboratório 
de Investigação dos Distúrbios da Audição e da Linguagem of 
Universidade Federal de São Paulo (Unifesp) were used for 
the present investigation, which was approved by the Ethics 
Committee in Research, under Number 1623/10. Due to the 
rarity of this pathological condition, the interviews included 
all deaf-blinds clinically diagnosed as having Usher’s syn-
drome who attended such Laboratory and the Brazilian Group 
of Support to the Deaf-Blind and to the Multiple Sensorial 
Disabled, in 2007. In the same year, these interviews were car-
ried out by Speech Therapy students from Unifesp, who had 
prior training to perform such evaluations, under the supervision 
of a speech therapist with more than 20 years of experience in 
the assessment and treatment of language disorders associated 
with hearing loss.
The study sample was composed of 11 deaf–blind people 
who were clinically diagnosed with Usher’s syndrome; par-
ticipants were aged between 20 and 57 years (mean age=43 
years, SD=12.27), and 7 among the participants (63.6%) were 
female. The database used for this research did not include 
sociodemographic data of the people interviewed, such as 
income and schooling, or individual data regarding degree and 
type of the syndrome.
The interviews were performed individually or with the 
support of an interpreter (when necessary), using a semi-
structured questionnaire(8).  The participants were posed the 
following questions: (1) How do you communicate on a daily 
basis? (2) How do you get to the place where you need to go? 
(3) How and when did you realize your difficulty to hear? (4) 
How and when did you realize your visual difficulty? (5) How 
and when did you find out you had Usher’s Syndrome? (6) After 
being diagnosed with such disease by the physician, what did 
it change in your routine? (7) What do you do when you need 
help? (8) Among the hearing and vision difficulties, which one 
do you think is the worst and why?
In Questions 3, 4, 5, and 6 the participants were asked about 
the starting point of their hearing and visual symptoms, their 
knowledge about Usher’s syndrome, and about the changes that 
deaf-blindness caused in their lives; therefore, these questions 
were used to characterize the sample.
All participants mentioned that visual and hearing symp-
toms began in childhood, and one of them reported that in 
adulthood he/she also had an ocular disease, the cataract. One 
respondent did not answer the question regarding the beginning 
of hearing symptoms.
As for Usher’s syndrome, 7 (63.63%) participants were 
affected by the condition only at adulthood, 3 (27.27%) did 
not know about it, and 1 (9.09%) did not answer this question.
In order to analyze the answers obtained for Questions 1, 
2, 7, and 8, a qualitative and quantitative modality of discourse 
analysis was used, which is called the Collective Subject 
Discourse (CSD)(9). This is a summarized discourse format 
developed using parts of a speech with similar meaning, through 
systematic and standardized procedures(9).
The technique involves analyzing verbal material collected 
in investigations that use these statements as “raw-material,” 
excerpting from each one of the participants their central ideas 
or anchorages about the disease by correlating  key expressions 
identified in their answers(9).
The key expressions are parts of a discourse highlighted 
by the investigator, which show the essence of its content. In 
order to characterize such expressions, excerpts with similar 
or additional ideas are grouped under the same central idea. 
When these expressions remit certain theory or ideology that 
the discourse author professes and is embedded in it as if it was 
an affirmation, it is called anchorage(9).
Therefore, the CSD can be viewed as an assemblage, a 
summarized discourse presented in written format using the 
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first singular person that contain key expressions pointing to 
similar or additional central ideas or anchorages(9).
Questions associated with the collective can be more appro-
priately explored by using qualitative or qualitative and quan-
titative methodologies, such as CSD; this is required mainly 
to study the perceptions of people in general about a certain 
subject and more particularly about the control group, that is, 
the group of patients, in order to assess their perspectives about 
their disease(10-12). This type of methodology has more often 
been used in ophthalmology(13-15) and in speech therapy(8,16,17).
RESULTS
With regard to the impacts of the disease on their daily 
lives, participants indicated a negative change in at least one 
of the analyzed life areas, such as routine activities, relation-
ship with family and friends, work, and leisure. The difficulties 
mentioned were isolation from family and friends, or even the 
impossibility to continue work, and experience difficulties in 
mobility inside or outside the house. In addition, some of the 
participants reported difficulties in carrying out simple routine 
tasks, such as watching television, reading books, and listening 
to music. The majority of participants stated asking for help 
whenever it was necessary. 
The first question, “How do you communicate on a daily 
basis?,” created eight CSDs, which were distributed into their 
respective central ideas (Table 1).
The CSD A (I move by myself, on foot or take public trans-
portation, provided that I know the path) was the most shared 
idea (26.84%), resulting in the following speech:
I walk normally...It depends on the place; I have to know 
where it is first...Some distances too...I take a bus by my-
self. Most of the bus drivers do not stop out of the bus stop. 
However, actually, I never took the wrong bus. Subway is 
the easiest thing. I move on foot, take a bus and the subway. 
I walk ordinarily in the paths that I know. When I do not 
know, I do not go.
If it is a place that I am familiar with, I already have the 
technique because of the crutch. So I can go. I take a bus 
too. And, in the subway, I sometimes hear the station, and 
sometimes I don’t. Then I count, because I’ve already 
memorized. So I step down in the correct one. I never make 
mistakes. If it is a risk area, in an isolated place, and I am 
not familiar with, I have to go with a person.
Brazilians are supportive, but they still look at my appear-
ance and think that I do not need help. So in this case, I 
prefer not to ask for help; it is easier for me to take a bus 
in the beginning and step down in any bus stop. I take the 
subway, the train.
In this discourse, the part in which an anchorage was seen 
should be emphasized, in order to express the theory that 
Brazilians are supportive: “Brazilians are supportive, but they 
still look at my appearance and think that I do not need help.”
Question 7, “What do you do when you need help”?, cre-
ated four CSDs, which were distributed into their respective 
central ideas (Table 3).
Table 1. Distribution of the central ideas obtained with Question 1
Central idea n %
A There is not much conversation. 2 10.53
B Use of alternative means of communication. 5 26.32
C The other must be close. 3 15.79
D The other must speak loudly and slowly. 3 15.79
E By speaking. 3 15.79
F The other must be patient. 1 5.25
G The other must not scream. 2 10.53
Table 3. Distribution of central ideas obtained with Question 7
Central idea n %
A I do not ask for help. 1 9.09
B I talk about my impairment and ask for help. 4 36.36
C I write when I need help. 2 18.18
D I look for somebody that can help me. 4 36.36
Table 2. Distribution of the central ideas obtained with Question 2
Central idea n %
A I move myself alone, on foot, or take public 
transportation if I know the path.
7 36.84
B I ask for help when I need. 5 26.32
C I am training guidance and mobility. 3 15.79
D With a companion, in most cases. 4 21.05
The CSD B (using alternative means of communication) 
was the most shared idea (26.32%), as seen in the follow-
ing speech:
Everything uses signs, right? If a person does not know how 
to use them, I do something; I write or have an interpreter... 
Tactile sign language, manual alphabet in hands, reading 
practice with an electronic magnifying glass, a computer 
settled to send and receive e-mails, Braille... But it is hard, 
you have to practice. People who are born blind have less 
difficulties, but for those who are learning, it is hard.
There is Tadoma, which is a way to understand how 
people speak by touching them through lip articulation 
and vibration.
Four CSDs were obtained regarding the second question, 
“How do you get to the place where you need to go?,” which 
were distributed into their respective central ideas (Table 2).
The CSD B (I talk about my impairment and ask for help) 
and D (I try to find someone that can help me) were the most 
shared ideas (36.36%). Here is an example of CSD B:
I always ask the subway staff or people’s help. I tell them 
that I’m deaf and ask somebody to call my mother; then 
I ask her to get me or tell her that I’m going to arrive 
late. I always pick up a phone or tell the whole world: “I 
need help!”
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I go near a person and tell her/him that I’m deaf-blind. 
Some of them believe, get scary; but they help. At home, 
for example, I can count on any of them... I say something 
like this when I need help: “Hey girl, please, can you lend 
me your eyes?” And then my mom arrives. It seems like a 
joke, but I always do this in a good mood.
CSD D:
At home, if it is needed, I ask my neighbors’ help. On the 
streets, I do the same. I look for somebody that is beside 
me to ask for help... someone that can help me.
For Question 8, “Among the hearing and visual difficulties, 
which one is the worst and why?,” five CSDs were obtained, 
which were distributed into their respective central ideas (Table 4).
difficulties in the act of communication. There has been no 
effective treatment for retinitis pigmentosa, but patients may 
have a better quality of life using optical support.
Although communication may be the main problem for 
the deaf-blind population, many other difficulties arise in lo-
comotion, education, employment, and daily life activities(2,18). 
Indeed, most respondents felt that deaf-blindness affected their 
routine activities, jobs, leisure, and interpersonal relationships.
The visual system is essential to provide a safe and effec-
tive locomotion, as evidenced by the reduction in mobility of 
visually impaired individuals(19,20). With vision, an individual 
can acquire information about the environment surrounding 
him/her, planning his/her path, detecting obstacles, and pos-
teriorly avoiding them.
It is known that the vestibular system is also vital for appro-
priate locomotion and that persons with Usher’s syndrome may 
present a changed vestibular response(4-6).  Thus, in addition to 
the fact that locomotion is impaired on account of visual deficit, 
in many situations there is also gait incoordination. However, in 
the database used herein, there were no data available about the 
vestibular system of the participants.
In the present study, almost 40% of the respondents stated 
moving by themselves if they knew their paths; another 30% 
reported asking for help whenever necessary, and some of them 
needed a companion to move to another place.
When a person has difficulties with walking and moving 
independently, on account of visual loss, he/she must be re-
ferred to a service of guidance and mobility rehabilitation(21). 
In the present study, about 15% of the respondents are taking 
part in a guidance and mobility course.
Furthermore, concerning locomotion issue, the same was 
reported in the following anchorage: “Brazilians are support-
ive.” Anchorage is the expression of a given theory or ideology 
that the author of the discourse professes, and it is embedded in 
his/her discourse as if it was any other statement(22). The anchor-
age seen in the discourse is supported by a worldwide report 
published by the Global Entrepreneurship Monitor (GEM)(23), 
in which it has been indicated that Brazilians were one of the 
most supportive populations in the world. 
Only one respondent stated not asking for help, but others 
reported doing it, either verbally or by writing their needs.
Almost half of the participants think that vision loss is most 
disturbing. As mentioned earlier, visual impairment combined 
with Usher’s syndrome causes difficulties for finding objects, 
walking, and moving. Therefore, visual rehabilitation and 
practice of guidance and mobility are necessary to achieve 
better quality of life.
For 30% of the respondents, hearing loss is the worst. 
Without it, a person is not able to hear alert sounds or com-
municate by speaking. Hearing sensory deprivation also affects 
the way someone relates to a person’s means and culture(24). 
One of them stated missing both, and another said he/she had 
learnt to live with impairments.
Some studies were carried out with the aim of investigating 
the relationship between psychosocial functioning and double 
sensorial loss (visual and hearing) in older adults. Carabellese 
et al.(25) have carried out a survey of 1,191 noninstitutionalized 
Table 4. Distribution of central ideas obtained with Question 8
Central idea n %
A Hearing 3 27.27
B Vision 5 45.45
C None, I accept my condition 1 9.09
D Both 1 9.09
E No answer to this question 1 9.09
The CSD B (the vision) was the most shared idea (45.45%), 
resulting in the following speech:
From these two impairments? The visual is the worst. 
The biggest dream I have in my life is to see at least more than 
20%. Then I would be a happy man, do you get that? Because 
hearing... we got used to it, since I was young. Sometimes 
we are looking, walking around on the traffic and see people 
arguing, speaking incorrectly and insulting words, things 
we do not want to hear. Since we already have difficulties 
in hearing, it goes away. Do you get it? So I think hearing 
is not a problem for me. I mean, it is not like I don’t need to 
hear, right? But when compared to vision, I don’t think so. 
Vision for me is the main factor. Even if we do not listen, we 
are still seeing, right? I depend on people to communicate, 
to go out, to do everything. Even if I do not listen, but I still 
see, I can handle on my own, do things by myself.
DISCUSSION
The fact that almost 30% of the participants did not know 
what Usher’s syndrome is or have only partial information 
about it indicates the need to improve communication between 
health professionals and their patients.
About 30% of the respondents stated using alternative 
means of communication, with or without the support of 
electronic device. Communication is one of the basic needs 
of human beings. Deaf-blind people need facilitators in com-
munication, in order to have access to education, leisure, work, 
and social life(7).
When a deaf person with visual impairment is used to per-
forming visual tracks in communication can have significant 
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older adults in Northern Italy, who were aged between 70 
and 75 years; this study aimed to determine the association 
between measures of quality of life and sensorial impair-
ment in older adults who were confined to living indoors on 
a permanent basis. The study results showed that quality of 
life is significantly affected with hearing and visual losses. 
In particular, people’s sense of humor and their social relations 
were affected by visual loss, whereas independence in daily 
life activities was strongly associated with hearing impair-
ment. Luey(26) also confirmed the relationship between poor 
psychosocial performance and sensorial losses in a study of 
30 people who presented with double sensorial loss. Outcomes 
showed that all participants felt isolated, frustrated, vulner-
able, bored, depressed, resentful, and angry on account of 
their hearing and visual losses.
Oppegard et al.(27) investigated the relationship between 
hearing and visual losses, social support, depression, and 
anxiety in 102 residents of a community, who were aged be-
tween 60 and 92 years. Results showed that sensorial loss was 
moderately associated with depression and anxiety in people 
with low social support and care. Furthermore, according to 
Ravish(28), older adults with sensorial loss are particularly sus-
ceptible to social isolation.
Little is known about the functional effects on the everyday 
lives of deaf-blind persons. There are many tools to assess 
restriction to activities in deaf or blind individuals, but they 
are not applicable when both impairments are present. More 
research about the adverse effects of deaf-blindness on func-
tionality must be carried out. Such studies should also approach 
factors such as age, cognition, personality, and duration of the 
impairment, since these are key to determining the extent of 
rehabilitation efficiency(29). Intervention must include a multi-
disciplinary team addressing the specific needs of deaf-blind 
individuals, particularly in order to assess the level of indepen-
dence required to optimize the quality of life and welfare of 
the affected individuals(2).
Recent advances in genetics have increased the attention 
to different kinds of impairments and dysfunctions that can 
coexist with hearing loss. On average, deaf people tend to 
present visual impairments at a higher rate compared to their 
counterparts without hearing impairments in a similar age 
group in the general population(18). Authors suggest carrying 
out several physical examinations in all deaf kids, including 
genetic studies to be carried out not only for those kids but also 
for their parents and other family members(18).
The database used did not have sociodemographic data of 
the respondents, such as income and schooling or individual 
data concerning degree and type of syndrome, which were 
specifications limitations to this study. We believe that a more 
complete characterization of the sample will lead to better 
results and a more detailed and in-depth discussion.
CONCLUSIONS
Persons clinically diagnosed with Usher’s syndrome face 
challenging situations in routine activities, in personal relation-
ships, at work, and at leisure. The mentioned difficulties varied 
from isolation in the family and friend circle to impossibility 
to continue working, and going through difficulties to move 
in or out of the house. They also stated about the difficulty in 
carrying out simple routine tasks, including watching television, 
reading books, and listening to music. Most of them reported 
asking for help whenever necessary.
In order to communicate, participants who presented a lower 
degree of impairment still used oral communication (speaking), 
whereas other respondents had resorted to alternative means of 
communication, with or without the aid of an electronic device.
Most participants mentioned as their primary requirements 
independence in locomotion or their searching for means to 
achieve that goal, such as orientation and mobility course.
*MZAF was in charge of data tabulation, analysis, and interpretation, 
and writing of the manuscript; BMC and BNGG were in charge of general 
supervision and guidance regarding the phases of development of the study 
and manuscript preparation. 
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